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L8yl 10:00-10:05

Opening ceremony

Saaiall du 2l Slyloyl - peigall gus y9 diluiyl Olossll d8)Lidl dizas yaa0 GREWI o3 ;S lause (yio S3law dals
HE. Mona Abdul Kareem Al Yafaei - SCHS Manager — Chairperson of the conference Speech - UAE

10:10-10:05

*

" 80l Olojilioll (593 Yoliudil dslusyl Gloasl 48)Lidl diyso Giloss™ elud  10:13-10:10
A Film about SCHS services for People with rare syndrome

Sazxiall & 52l Olylodl - ilyLoyl pgisll goli s o/ o9sly praizall Juolsill 6551 30 (ORI Gan> S0l )9Sl 8slow dols  10:23-10:13
HE. Dr. Ahmed Hassan Al Awadi, Director of the UAE Genome Programme Speech - UAE

8azuiall &y 2l Olyloyl - drasslsTI Ggaddl d5)Lidl dnols a0 b I Buwgy .0 83low dalS  10:28-10:23
HE. Prof. Youssef Al Haik- Vice Chancellor for Academic Affairs Speech - University of Sharjah - UAE

8axxiall &yl Slyloyl - gaizall &gy dxall 159 - plll dall gl ssbusall Jusoll 9| oyl due Guwns 39S )| 63l dolS  10:33-10:28
HE. Dr. Hussain Abdul Rahman Al Rand, Assistant Under - Secretary for the Public Health Sector of Ministry of Health and Prevention Speech - UAE February 2023

"Jooo dbis" olu®  10:35-10:33
* Film turning point" 10:00 AM

sl uidlg SleJl @G 10:40-10:35 05:15 PM

Honoring sponsors and partners

dailuall OLBIN o 00 LGSl 10:55-10:40 B cden
Opening of Assistive Technology Exhibition Saxioll a4 il Slyloyll dlg
= T UAE local time
609 d>lyuwl  11:00-10:55
break

ool ylae Lle ( JoUl poall )65 kuall LA 4o p0
Assistive Technology Exhibition (Day 1) throughout the day

ol | Jo¥l ygxall
The first theme | Medical

dudl guusy | Vgl - g/ Aol S axioll dsyLisall lgis (CHERUAR-XVA]
Session Moderator | Institution and Country Presenter Title Time
N " do0 azxoll sas (s925 5.1 daolsll 8 puJl (o Lole15 26 )3l Olojaliold iullg (53 pad]l pausinddl| 11:20-11:00
»on « Ogall ol 55 0l B A we TR N 3
e ) a0 Bleylg @ il Ulygll 60ls 3
Human Genetics and ¥ : Ch o | poctiohaue N s - 1
disability NRC - Esvot Prof.Nagwa Abdel Meguid Clinical and Genetic Diagnosis of Rare Syndromes:15 years of Scientific
Sy ~8YyP Keynote Speaker Experience at Human Genetics and Disability Clinic
duiayVl dxall 8yl 39 &5 50 39020 ikl .5 PN . MRy o e .
- . dwlisllg dubll SLaxdl Gaydl § ¢ Juiat)l A xdl o gl
Ministry of Health DrLatifaM.M.Maraga | 401380l9 dubll ©haodll 02001 § woies Jetadll Al wose sl sl ple - 00 g5
dubal & “lad Epidemiology of Phenylketonuria Disease in Jordan
Sr200) 3umw 53 33l 3us .5 Balaww Jordan LK Lawg) Olgaus .3 . ore
. Dr.Safwan Dababneh Medical and Nutritional Challenges
. Ly sl é:‘l)l";" | dse gl @l sglw .o Cﬁgél)é dojilio
Chairman of Sharjah Health Authority - UAE Sheikh Khalifa Ioledical City Dr.Salwa Khalaf AI Hosani Dravet Syndrome 11:55 _11:35
UAE
Olasily &all (5 liciwl
) Bt - O 300 plo o . ke OO
2080 = Qasnbil] GOl 09 . Hbo e 22l cladlg a>gdL Loyl G815 12:05 -11:55
Neurology and Psychiatry Dr.Ali Saber Mohamed Hassan Tuberous sclerosis and autism association ’ }
Consultant - Egypt
il ol punid uasd) 25Ld Logaw.s 853WI dsilygll g8l poll passisi § Jolidl pguuSYIl Juuaduass & 235
4% polll 32iall OLYYI Liysadls daol> Dr. Suma Shankar Experience of Whole genome sequencing in the identification of 12:20-12:05
Chief of Genomic Medicine rare genetic disorders ) )
at UC Davis -USA
(4885 15) Olylwdiwl g OLISLL 12:35-12:20
Discussions and Questions 1st theme | (15 min)
(4885 25) clagg 8iko A>| il 1:00-12:35
Prayer and lunch break (25 mn) | )




ol s91 53l | HSWI Heall
The 2nd theme | Educatlon & Rehabllltatlon

1st Session JoVl duwlall

dusdx | guad y gl - dg=l/ dunwioll Sasiall dsyLiroll glgis (@8a) 8ol
Session Moderator Institution and Country Presenter Title Time
e g IS Julivg) 3921 F . 1:20-1:00
lais ¢ Gludl .pg.hdbg)s 5y Crans o puill ZioYlg HLwYI G9a>g Olwluwdl
Former.Mlnlster of Mr. JODY ROCHELLE CARR Human rights, policy and legislative reform
Education, Canada Keynote Speaker
s e Lo a0 drolw .5 mWIyJ@I@MWﬂIUbM&ﬁ;MlMMQﬂ
Ao luw¥l OSloasl) a9, Ladl 4 % 5 . .
=" ;CH - _U;\E e ol G ,8l &BLleyb daw pall 55WI Slojiiall 93 1:40-1:20
Dr.Samya Mohammed Saleh The experience of SCHS in working with students with rare syndromes
SCHS Research Group associated with disability
douid e aoxo .. 1yla2 dassils. TR i
T gl 3485 Ausswo S " % 830WI Lalrodl s93 JWabil §aJ & ol &leyl 2:00 - 1:40
. o s oVl 8aziall GLYGI Mrs. Dl F:‘ussara Cortical/Cerebral Visual Impairment in Children with Rare Diseases
Oanold| i - Gy Jusily. |
Perkins International - USA Rt
(22— 0asdl) Mrs. Rachel Bennett
bl dnalz Ll Gle Wil | sl Jolsll i
Saziall & 2l Olyloyl MO0 = (st 9D A §0 ke O s Jol .5 Lo ol ol oS, Jo 2:20-2:00
Hope Cit§ Foundation - Egypt Dr A“ | Ezzat Alv Bak (‘Ub Mbé) w US& WQA ‘g u‘b M"M ‘593
I e - A Sensory-motor integration activities and their effects on people with
rof. vr. iviohamma 1rFteina . o
NI s Batten syndrome at Hope City Foundation (case study)
Abu Dhabi University UAE iﬁ)l«u s sall clloll dzol> . . .
‘a”"'l"'dl z:j.m N : : 93> Oje lgo .o Olalxil dojilio (593 Yol s Juolgidl HLBg pu Julos 2:40 - 2:20
King“Asbdul o University KSA Dr. Maha Ezzat Gado Profiles Analysis of communication in people with Angelman syndrome
pils aasi Jilg | : . .
ALl Ooloidd 86,081 disao Mr. Wael Ahmed Allam Jubil s u.n.».(dl Joludlg A ynall Olyadll Jol8g 0
° : Shilodl i )9:0i0 AWl 3us GL.J ugl) M)M 693 dlﬂbul 80 m)hﬂ MI)) )599 ‘S”I) “)M 693 3:00-2:40
o Mrs. Nana Abdallah Mansour Dandy-Walker syndrome intelligence quotient and adaptive behavior
B UAE il &2,4ll rofiles: a comparative study with down syndrome
SCHS Research Group P ) P y y
(§Bs5) Al dudal) judzs - (ddsds 15) Olylwdiwl g OLLSLo 3:20-3:00
Discussions and Questions 2nd theme - 1st Session | (15min) - Preparation for 2nd Session (5min)

2nd Session dulJl dauwdll

dud | g y Wgall - dg2l/ Luswgoll S axioll asyLinall ylgis (@ada) 8aall
Session Moderator Institution and Country Presenter Title Time
- ETRTENT - oo Al A awlys - uJLvJI el Slewge 3 a.ol.\JI padsidl 3:40-3:20
e — 88 )Ll dsal ol g -3l dojilie Sg3
R et sharjah -UAE Dr. Youmna Nassou Inclusive Education for People with Rare Syndromes in Higher Education
Institutions Case study of A Student with Prader-Willi Syndrome
a>gill JUaby Loys 550 Sl dll sue .5 Oabuald § &o sl & 43l 3150 § olaly g dojilio BLLSlg yausuis O toai s
Kharma Cue“nter for Autism Dr. Abdullah Al-Najjar Mechanisms and difficulties in diagnosing and detecting ) ’
S Palestine Williams syndrome in special education centre’s in Palestine
Sus ool 30| (5 puin .51
8Ll dnoly — &p il pud o) | (8a3g Aol gy 3l 5 Liiaol
Guclazzily oLuiil polally SIS | )y o dBleyl 595 polibl bubsll sus jagaw.d & peousond] Bleyl $93 Yol 8> 8ag2v Lgidileg il dojilio 4:20- 4:00
Saziall dp yall Glyloyl It special sducation and Dr.Suhair Abdul Hafeez Omar Usher syndrome and its relationship to the quality of life of people | i
Prof. Bushra Ahmed Alakashee |  empowerment of people with with Deafblindness Disability - Case Study
Chair of the Education Department - Arts | disabilities and their families - Egypt
Humanities & Social Sciences RETEY o R v e A pe e e g . = .
University of Sharjah UAE d !“Ib aaol? j-).)’ﬁJl M wi 3~P~i (SQJ Ol O)-GOLW uble,oﬁg ﬁf‘;‘él UJ.G PJIS é‘b)‘! d.‘c.’hls 4:40- 4:20
*» *» *» O o ) 9
Q"?”""‘” do”'-"v‘" Wloall | Prof.Ahmed said Abd Elaziz The effectiveness of a program based on Mindfulness to develop
Taibah University - KSA self-advocacy skills for Turner Syndrome
. A . : Slgiw 3 IRY-¥: - | 2l & 25 :dl> awlys 5:00-4:40
ailusyl Olosill 35Ul Bpae| e 0B8E LI 30| Olgiw 3 yos] Mai"’ I“dabll g )ﬁ*‘:fm o >
ol Mr. Mohammad Fathei Estati Case Report: Experience of physical therapy with a 3-years-old
SCHS-UAE child with Angelman syndrome

(4885 15) Olylwaiwl g &Ll 5:15-5:00
Discussions and Questions 2nd theme - 2nd Session | (15min)
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Sl sldyyl | EJWI ygxall
The 3rd theme | Family Counseling

dud| G &li.\ll-agaﬂ/ s ol Saxioll asyLixall lgis (aiBalb) 8aJl
Session Moderator Ingtitution and Country Presenter Title Time
a0l oo @3y duoluw.| 10:20-10:00

oS0yl 300 clawl .5
elds - 4,801 dibiall g 9 530
Ailuwidl Oloasll EER A P-HEVS
8aziall dw 2l Olyloyl
Dr. Asmaa Mohammad Al Darmaki
Head of Kalba Branch

SCHS - UAE

»o0 = Gloll p oz

Mrs.Samia Badie Mohamed

Aol Olmoalg gaizall pesg ss¥sl diley § G2

Taibah University - KSA

Dr.Ghaithan Saleh Ali Alamri

Challenges faced by mothers of children with CHARGE Syndrome from
their point of view (a qualitative study)

Barr El Aman Society Olowkuw yguaio ool zlal e My experience in caring for my children and supporting the community
Egypt Mr. Abdelfattah Ahmed Mansour and the NGO
(,.uw:) Sazio
Keynote Speaker
dub dn0l> O,k dg2g (0 ZoLis dojilio 3 Jlabil Olgel azlgi il GLal
K i B Y kA = & 10:40-10:20
G392l du y=Jl dlaoll Srosdl Ll o plus .5 (dasgi duwlys)

8y3Wl ol oW Glyloyl Ao
UAE Rare Disease Society

81555 samo g |
Mrs. Nafisa Mohammad Tawfiq

sl G332l &3 53 Wl Wkl Gpudizs
We embrace our rare heroes to make a difference

11:00-10:40

dlusyl pelall 3315 52 o0 dnol
Slyloyl - plozs dsols

Mohammed Bin Zayed University
for Humanities

Ajman University - UAE

S99 H| 60> o0 o
Prof.Mohammed Alzyoudi
Olpd) oLy gl .5
Dr. Ayman Ramadan Zahran

dSoludl blasil Jo> &,,él..i‘&:.wl dwlys :JlabVI sis jold g dojilio
& SowVl Guuddl psallg
Williams syndrome in children: an exploratory study of behavioral
patterns and family psychological support for them

11:20-11:00

Olyloyl - d3)Lid] dzol>
University of Sharjah - UAE

S9L I ool doblé .s
Dr.Fatima Algharbawi
I padus ol 8)99 .5
Dr.Noura Alkarbi

e JKbY du>glgugaw 82,9 ¢ %,Sbloﬂl &oizxoll ‘“3 8l dojuiall
80l Olojiall 593 polsudl uol
The rare syndrome in the Emirati society: a sociological reading of the
forms of support for families of people with rare syndromes

11:40 -11:20

Ain Shams University - UAE

EVE 1| VY JuT-Y. W1 )*ganal
Prof.Sohier Safwat Abdel-Gayed

& peod| BLeyl Ao poll Jil dojilio yolubl ol pss
Supporting families of people with Usher syndrome
associated with visual impairment - Case Study

12:00-11:40

8aziall dw 2l Gl
UAE

»ol &g
PRCRP TP TN
Parent of a student with
Rare Syndrome

wojlodl 3axo 03 00 Sasudl | Pi 5
Mother Experience - Mrs. Maryam Mohamed Al-Mazmi

12:20-12:00

(3385 5) sl dudxll juudzs - (dda8s 15) Olylwdiwl g OLiSLL
Discussions and Questions 3rd theme | (15min)

12:45-12:20

(48x95 30) clagg d3ko dl il
Prayer and lunch break (30 min)

1:1512:45




oL il I&IJJI)ga.oJI
The 4rd theme | Art Therapy

Qadadl Gy | Dol - dgadl] Aol &asdell as,Lixall glgic (@) b0l
Session Moderator | Institution and Country Presenter Title Time
el slaxli Bawg) JO0 .3 ) ; A e - 1:35-1:15
Slyloyl - &)Lidl dsolz e "’") . 8351 Slojkiall 93 oLl dosiall Sloall § pall zikall 593
University of Sharjah Dr.Mohamed Yousif Al Hammadi The role of art therapy in services for people with rare syndromes
UAE Keynote Speaker

Loly s zsl $La 55 p0ll

Josidh diai BLeyby dag pall 6)5WI Olojiliall 593 Jbl e GAlL zilall ygs

Ao alio 1:50-1:35
o "o nm, $ do 3l n
oW Mrs. Amna chandoul ! 1095 doj . !
Cultural center Drama Art The impacts of art therapy on the Rare Syndromes Associated with
Tunisia Disability - Cohen Syndrome
) Ca ) dojlio Hohs Ao 0w duslaoll il duzlall HYgSeig ) Hlud Ll ssull
* - I : *» . - * * . . * s * * * ros O * 2: L 1:
Lw"s S | u""") 0 48,'"” S?L‘"‘)‘ slao .3 The rehabilitative dimension of therapeutic protocols through the LIy
Paris Sa: ay University Dr. Safa Gharsalli creative arts according to the stage of development
rance

of Rett syndrome (RTT): Views on art therapy process
>y 335uw)

To be determined later

3 & pall Olylgall 4xoi5 § iswgall Zilall Zobm il

2:20-2:05
LLusyl Oloasl &)Ll Liyso O gl Gpuwigun | A dwlys - S99 sila— Jlabil
s;-:;bﬁLE Mrs. Sawsan Abu Al Ainein The effect of music therapy program on developing of
children's cognitive skills - Dandy Walker
duaisoll du jil) oIl ag=all JLbVl sa) dusloszVlg dud jm0ll Olylgall jughs § Lhrmwgall gu=ll 90 2:35-2:20
VwIgl Vgio Aol iAol . oldy g dojilio (593
Higher Institute for Special Education Dr. Rihab Jebali Role of Music therapy to improve cognitif and social skills of children
Manouba Universityy - Tunisie with Williams syndrome
Ogid yg iwlls &5 dgale JUio .p.3 6ysWi C:Lo,,&}idl $93 .sl,S}lI &s.\J d.g,.a“::.‘,.‘dl ol)“lgd!.y“gha S sl Kl 2:50-2:35
i h Oalb ziall OUSlasg G ygs dojilio Al> duwlys -
»on- Judlllg ooyl Dr.Eng.Manale Elewah Sl i I . Rl ot
. i, The effect of arts in developing personal skills for individuals from
Cluster Workshops for 20U Lle o 8ylw. P
Training - Eg AW rare syndromes -Tourette's syndrome and art therapy
ypt 5 L S
Eng. Sarah Samir Ali Nassar interventions - case study
(4885 15) Olylwsiwl g LU 3:05-2:50
Discussions and Questions 4rd theme | (15 min)
(&5 5) ddlgdl Oluogillg plisdl 3:10-3:05
Closing and Recommendation
(d8x8520) a>lywl 3:30-3:10
break (20 min)

poall 530 Ll (IWI poull )6ailusall GLLEII b p20
Assistive Technology Exhibition (Day 2) throughout the day



%,SD"JI poddl - daw 33l Gyl
5:00 (,J1 03:30 dcludl ;o (diuds 30 g dclw)

The Work - Shops Day 2
Th 30min (3:30 pm-5:00 pm)

Aasddl Guo) Al - dgl/ duswgoll Saxiall asyLixall olgis 3!
Session Moderator Institution and Country Presenter Title No.
el e 2 : L T TR : e
aaizxall G8gg dall )lj9 ul;}olﬁll . Ll ds:ol.? il aue 20l (th 633530)lg 6393l SLLYI Sluwus 351 2z yliv dojilio -
sasiall dw ol Slyloyl University of Sharjah Mr.Basem Ahmed AbdelGhaffar CHARGE syndrome as a Cause of Severe & Multiple Disabilities -l s
Dr. Noha Al Zaabi UAE
Ministry of Health and Prevention
UAE
3900 bl pudll. o .
! “Sffl:’;": Ly | Bl Al el sgasl )5 WI Olojaliall 93 (30 oLl isugall zulsl
i ek g Vg deol 0,;1 LAl b, .0 The impacts of music therapy on the Rare Syndromes Associated 2-2 divyg
Dr. Ibrahim Eltayeb Mahmoud Higher Institute for Special Education Dr. Rihab Jebali
University of Sharjah - UAE Manouba Universityy - Tunisie
Bwgd ()90 Joxo.| - . el <L
B R S E o e . PO PO 63l Olojiliall (593 Yol 2o Joll § asbgll zill 59
a5lusyl Oloasdl 48)Lidl diyse | aslusyl Oloasl &)Lidl duse | Oable> o aud) yle.| solll Slojiliall 593 poliudll go Josll § asbsll gilall o
asioll 4w Sl Slyloyl i : 11 Lol - The rehabilitative dimension of therapeutic protocols through the 3-3 &g
- )% A e “ﬂa"ar 'iast‘eed Hawasheen creative arts according to the stage of development
Mr. Mohammad Fawzi Yousef SCHS-UAE U o> wble Juwl.| of Rett syndrome (RTT): Views on art therapy process

Director of Early Intervention Center
SCHS - UAE

Mrs. Aseel Atef Ahmad Tayeh

@schsuae




